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Kids and Lyme Disease: How it
affects their learning

by Sandy Berenbaum, CSW-R, BCD

Introduction: Thereisan urgent need for Lyme disease education and
awareness in the schools throughout the United States. In addition to the
“ABC’'sof Lyme,” and the new “ Time for Lyme” video, Lyme professionals —
physicians, psychotherapists, neuropsychologists, need to be seeking oppor-
tunities to provide in-service training to schools, so that teachers and other
school professionals understand and appreciate the difficulties that face kids
with Lyme every day. We need to call on the schools to help these children,

and education isthe key.

The following is a presentation | gave to the Northern Dutchess County
(NY) Support Group in November 2002. Perhaps it will provide ideas for
other presentationsto Lyme groups and schools around the country. Every
child with Lyme disease should feel understood and supported, and be
successful in school. Lyme disease may be a handicap that some children
have, but it should not be an insurmountable obstacle.

When my colleague, Lynne
Canon, and | started our private
practice 16 years ago, we did so with
acommitment to providing psycho-
therapy and family therapy to
adolescents and their parents. For
fiveyears, we did just that, with no
thought that a medical illness might
be at the root of the psychiatric,
behavioral or learning problems some
of these kids might have.

Then, in 1991, aclient was referred
to uswho had a profound effect on
usand on our practice. | will call him
“Jim.”

Jimwas a 15 year old boy who
refused to go to school. He was
paranoid, fearing that people were out
to get him, aswell as hisfamily, and
he could not sleep at all. His parents
reported that he had been an honors
student up to afew months prior to
our first session, but now, when he
did go to school, hefailed every test
he took. He appeared to be physically
fit and well disciplined. He was even
skilled in the martial arts.

On Intake, we asked standard
history and family history questions.
Wefound Jim to be avery verbal and
engaging young man, obviously
bright, and a deep thinker. We saw
agitation, restlessness, and anxiety,
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aswell asthe paranoiareported by
his parents.

Toward the end of our initial
interview, we asked about his
hobbies. With great enthusiasm, Jim
told us about his volunteer work at an
environmental center herein
Dutchess County and of his hopes
for acareer involving environmental
studies.

Jimwas areal puzzleto us. We
were faced with a set of symptoms
and functional problems that made no
sense, even in examining his history.
Realizing that there had been a
dramatic onset of symptoms at a
particular point in time and that Jim
had spent so much time out of doors
in what we now see asthe Lyme
capital of the universe, we referred
him to hisfamily doctor for aLyme
assessment.

His pediatrician took atiter, which
came back “negative’, (any of you
parents have that experience?)
indicating to this doctor that Lyme
was not afactor! That road appearing
closed, we continued to see Jim, as
well as his parents, and watched a
steady declinein Jim’sfunctioning.
He could not go to school, and was
placed on home teaching. His parents
and we were completely baffled.

AsJim’s symptoms got worse, we
thought he might haveto gointo a
psychiatric hospital. In alast quest
for apossible medical answer, we
suggested that his parentstake him
for aconsultation to a pediatrician
who we knew to be Lyme-knowl-
edgable.

On the day that consulting doctor
saw Jim, he called to tell usthat he
had made aclinical diagnosis of
Lyme disease, a diagnosis based on
Jm’sclinical symptoms, not on a
blood test. The doctor prescribed
Ceftin, adrug that crosses the blood
brain barrier, attacking spirochetes
that were in the brain.

Within three days, Jim's paranoia
disappeared. He admitted to having
had hallucinations, and they too were
gone. He was now sleeping 14 or
more hours aday, and for the first
time, had joint pain, as part of a
Jarisch-Herxheimer reaction to the
antibiotics, areaction in which the
symptoms temporarily get worse.
Thus began Jim’ s long struggle with
what turned out to be chronic Lyme
disease.

Jim went from being a teenager
who could not attend school, could
not participate at all in the educational
process, was failing all tests, to a
good student at one of the best
collegesinthe New Y ork State
system. He went from being avery
sick kid, who was on homebound
instruction for ayear and ahalf, to a
college graduate. He was helped by a
supportive family, aLyme-literate
doctor who treated him effectively, a
school administrator who accepted
the fact that he was, indeed, ill, and a
school system that provided accom-
modations, to help him succeed.

Most of you know that Lyme
diseaseisamultisystem illness.
Someone with Lyme can havejoint
pains, heart problems, stomach
problems, any kind of physical
manifestation. I’d like to focus this
evening on the neurological and
neuropsychiatric problems, the ones
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that have the greatest effect on
learning, and the ones that lead to the
greatest misunderstandings between
parents and school professionals.

Most common with children and
adolescents who have chronic Lyme
are intense headaches that can last
for days, cognitive, attentional and
mood problems, profound fatigue,
and difficulty sleeping. Many kids
have problems with vision, or visual
and auditory overstimulation. Some
have a sensitivity to fluorescent
lighting.

Some of these symptoms may be
very subtle, soitisdifficult for the
teachersto realize that they are
dealing with asick child, rather than a
child who is daydreaming, or simply
trying to avoid his schoolwork.

Once achild has been diagnosed,
and is undergoing treatment, there are
problems produced by the treatment
itself. High doses of antibioticsand
other medications the child may be
taking can produce gastointestinal
problems. The child may be uncom-
fortable and complaining alot,
particularly of stomach aches. Since
young children sometimes complain
of stomach achesto avoid academic
projects (I remember my stomach
hurting in 3 grade every time | had to
speak in front of the class), it's hard
for teachersto discern whether the
problem is avoidant behavior, or the
result of illness.

Another problem, of course, isthe
flare of the symptoms when the Lyme
spirochetes are being killed off by the
antibiotics. A teacher who doesn’t
know much about Lyme disease has a
difficult timerealizing that with this
illness, once the medication is started,
the child will periodically feel worse,
and have more, rather than fewer,
symptoms. My sister-in-law used to
say to me, during my Lyme treatment,
when | told her how bad | felt - “Oh,
that'sright - worseis better,” but
that’ s a hard concept for people who
are not personally affected by Lyme
to grasp.

Other problemsinclude the
frequent need for medications
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(sometimes at school); the fatigue
caused by theillnessitself or asa
result of the lack of sleep; the demand
on the child’stimefor long car tripsto
doctorswho are Lyme specialists
(somekids are even travelling to New
Haven, CT, a4-hour round trip).

Another big problem can be that
these very sick kidsdon't ook sick.
The extent of the child’ sillnessis not
reflected in what the teacher sees.

Another, and very important, way
to look at kidswith chronic Lymeisto
look past their symptoms at their
functional impairments. It’ sthe
functional impairmentsthat give us

Adults have years of
life experience of
health, physical and
mental. They know
they want to get back
to that point.... But
children have little or
no life experience.
They have no
baseline.

the language necessary to figure out
what these kids needin school.

If you have amedical problem,
you ask yourself and your doctor two
questions:

1. What do | need to do to get
better, to get well?

(This question addresses how to
get your health back completely, or as
completely as possible)

2.What do | needtodointhe
meantime, to compensate for my
current functional impairments?

(This addresses what in school
jargon amounts to “accommoda-
tions”, enabling you to function on
the best level you can; hopefully the
need will only be short term.)

Y ou break your leg. Before you
broke your leg, you were able to walk,

to drive, to go up and down stairs.

Y ou go to the doctor. He develops a
treatment plan - puts a cast on your
broken leg, tells you what not to do
whileit'shealing. You get ridesto
work, maybe use awheelchair at
home; someone elsein the house
doesthe laundry, if the washer and
dryer are on adifferent level. You
have along-term plan and a short-
term plan. Thelong-term planisto get
permanently better. The short-term
planisfor “accommodations.”

If achild breaks her leg, the same
processis put into place — the
doctor establishes the long-term plan,
by “treating” the broken leg. A note
from the doctor givesthe child
“accommodations” in school as part
of the short-term plan — giving her an
elevator pass, having someone carry
her books, compensating for her
“functional impairments.”

What’ s different about Lyme?
First, if Lymeischronic, you probably
don’t know when you got sick. Your
symptoms crept up on you, until you
finally found a doctor who put the
puzzle pieces together, diagnosed
you, and began treatment. (Y ou know
when you broke your leg!)

When you got the Lyme diagno-
sis, alight bulb probably went off in
your head. Y ou remember when you
werewell. You had years of life
experience of health, physical and
mental. Y ou know what your brain
was like before your first symptom.

Y ou want to get back to that point,
and that isyour goal, restoring health
and restoring functioning.

For achild, hereisthe profound
complication - she hadlittle or no life
experience before Lyme. One of my
clientsisin 5" grade. Her doctor
speculates that she’ s had Lyme since
the age of 4. What do she and her
parents know about her cognitive
abilities, her attentional abilities,
before Lyme touched her life?

Thisisthe problem for so many
kids. They have no baseline.

Having no memory of atick bite or
arash, they really don’t know when
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normalcy ended, and Lyme began. Or,
even if they do remember, they were
so young when they got bitten that
there was no evidence of their ability
to do schoolwork and to concentrate
before theillness began. It's not clear
to them how competent they would
have been had they not gotten Lyme
disease. It'savery puzzling picture
for these children, and hard for them
to be self-confident, in the face of this
illness.

Now, let’slook at some of the
functional impairmentsin children
and adol escents who have chronic
Lyme disease?

One can see functional impair-
ments at home, in school, and among
the peer group. The child’ s physical
problems, unpredictability of symp-
toms, and feelings of helplessness
can lead, IN soME KIDs, to aself-
focused view of life, understandable
given what these kids aretrying to
cope with.

I’d like to show you adlide that |
used in apresentation at aLyme
Disease Association medical confer-
ence. It highlights what some of the
functional impairments are, and points
to how the school can help.

Inthischart [Slide #1 opposite] |
give an example of some of the
common impairments we see:

* Fatigue

* Problems Sleeping

* Lethargy

* Attentional problems such as
distractibility, impulsivity, and
problems focusing

* Depression or anxiety, including
obsessional thinking or racing
thoughts, “brain never stopping”
(thinking constantly)

* Problems with eating (dueto
gastrointestinal symptoms, either
from the Lyme itself, or secondary to
the antibiotics.)

» Behavioral problems, severe at
times
* In adolescent girls, by the way,

PM S symptoms can be quite severe,
aswell.
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Let'slook at some of what the
functional impairments might lead to.
We can seethe process here. The
functional impairments that are the
original problems produced by Lyme
(and when | say Lyme, | include, of
course, the co-infections) result in
further problemsfor the child and
affect school performance. (see
second column)

« Poor school attendance

« Chronic lateness

« Incompl ete assignments and
tests

» Behavioral problems at school

« Withdrawal from peers (particu-
larly when peersfail to understand
how sick the Lyme patient is)

« Situation-induced mood prob-
lems (aside from the mood problems
coming from the infection itself)

* Weight gain or loss, at times
dramatic

* Mood swings, inappropriate
verbal outbursts, increasing conflicts
in all settings

(In general, kids and adolescents
do not have ahigh degree of frustra-
tion tolerance. We all know that.
Lyme disease severely challenges the
child’ s already-limited resources)

What, then, might the child do to
compensate for what is going on?
(These arewhat | call the “self-
selected solutions”)

All that | have discussed so far is
distressful for the child. S'he may try
to copewith al of this by doing any
of thefollowing:

« As school performancefallsand
they’relessinvolved with activities,
Lyme patients might shift to alower-
functioning peer group, cut classes,
and, in the extreme, they might drop
out of school (if over 16), to avoid the
frustration of dealing with academic
demands

« For the kids with GI problems,
they might severely limittheir food
intake, or begin gorging and purging

* Self-medicate

« For energy, or to self-treat the

attentional problems, they might use
stimulants or cocaine

* To calm them down, or to keep
them from thinking about all thatis
going on, alcohol, marijuana or other
drugs might be chosen

I have seen all of the abovein
adolescents with chronic Lymein my
practice.

Any of the functional impairments
can lead to any of the results, and to
any or all of the self-selected solu-
tions.

Functional impairmentsin school
are often very significant, and call on
the educatorsto develop creative
plansto help the student with Lyme
succeed. Without the support of the
school, the best efforts of the parents
might not be enough to keep akid on
track, in school, and successful!!

What THERAPEUTIC SOLU-
TIONS might we offer, to help deal
with the functional impairments?

Please note that these solutions
do not directly connect with any
particular item in the previous column.

There are different categories of
therapeutic solutions, but for now, I'd
like to focus on what the school can
do. They can make the difference
between success and failure for a
child with chronic Lyme.

We see several listed on thisslide.
I’ll mention others later. They do
work, and most of them are not very
costly for the district or the state:

For example,
* The length of the school day

* Time school day begins and
ends

* Length of homework assign-
ments

« Length and location of tests
* Physical education regquirements
* (Other accommodations)

I’ just mention briefly another
important area where there can be
therapeutic solutions, the home front:
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Slide #1 - LYME DISEASE IN CHILDREN AND ADOLESCENTS
EXAMPLES OF FUNCTIONAL IMPAITRMENTS -
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Always keep in mind that when
your child has chronic Lyme, he
needs to be both supported and
encouraged. It’ simportant that you
base your expectations of him on how
heis able to function, on aday-to-day
basis, but you don’t want him to feel
like, or function like, an invalid. Have
expectations of him, but keep them in
linewith where heisin his medical
treatment, as well aswhether he’'s
having agood day or abad day.

Some families need help dealing
with children with Lyme, particularly if
it affectstheir brain and their school
functioning. That iswhere psycho-
therapy and family therapy can be
helpful. Therapy can serve an
important role for kids and families
with chronic Lyme, but it’simportant
to find atherapist who is at |east
Lyme-open, if not Lyme-literate. The
kid and the parents should be
involved, in a combination of indi-
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vidual and family therapy. The
therapy should be concrete, focusing
on the problems.

Now let’slook more specifically at
school.

As| mentioned earlier, cognitive
problems are common with kids with
Lyme disease, as are attentional
problems.

Kidswith chronic Lyme might find
it hard to retain new information.
Lyme also can affect receptive and
expressive language, visual-spatial
processing, abstract reasoning,
processing speed. Just as Lyme
disease can affect any part of the
body, it can affect any cognitive
process.

These kids may appear to be
distracted easily, have poor concen-
tration, appear scattered, have just
about any symptom of attention
deficit disorder. Or if the child had

ADD before she got Lyme, her ADD
symptoms are often exaggerated by
theillness.

These symptoms might be
intermittent and transitory, given the
nature of Lyme disease, making it
even more difficult to develop an
education plan. When | speak to
teachers’ groups, | tell them that
when they have a child with chronic
neurologic Lymein their class, the
child may appear learning disabled
one day and seem normal the next.
She may act like she’sgot ADD on
another day, and may appear with-
drawn and fatigued the next. It'sareal
challenge for the classroom teacher!

So what can be done to educate
these children?

First let’slook at theissue of free
and equal public education, a
wonderful and radical gift our
democracy has given us.
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Free and equal public education
givesall children aright to an
education in this country, this state,
this county. The law protectsthe
disabled through entitlements, to
level the playing field, so that they
can benefit from an education, just as
those who are not disabled can. There
are state and federal bodies of law
that provide for those entitlements,
and they are available to all those
who are disabled. They are not
granted at the discretion of anyone -
the teacher, administrator, or the
school superintendent!!

Some of these benefits are costly.
Thereis aways a push on the part of
those responsible for balancing
budgets to protect our tax dollars.
Thereisaways controversy regard-
ing which programs should be
prioritized. The result isthat not all
entitlements are easily gotten by
those entitled to services. But parents
of kidswho are serioudly ill with Lyme
disease need to know that these
entitlements exist, and that it isyour
child’ sright to have accommodations,
aslong asthereisevidencethat they
arenecessary.

I’d like to discuss three stages of
supports the schools can provide.
Most children will only need the first
stage, and when a school is coopera-
tive, coming from an understanding
that these children areindeed ill, and
that the school can be apartner in
their recovery, thefirst stage might be
all that is needed.

Thefirst stageis“Informal
Educational Supports.” These are
supports that can be given to children
without any formal plans, without
classification, without formal meet-
ings.

A school administrator, for
example, knowledgeable about the
child'sillness and the resulting
impairments, might carefully select a
classroom teacher or teachers that
can develop flexible schedules for a
child, permanently excusing a
percentage of the required homework,
giving extratime for testing, seating a
distractible child near the source of
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instruction. These teachers give
support and encouragement, without
blaming the child for erratic perfor-
mance.

Depending on their teaching
styles, someteachers have an easier
time providing thisflexibility than
others, and if the administrator
realizes this and appropriately
matches the child’ s unique needsto
the particular teacher, problems can
be avoided from the beginning. Late
assignments can be accepted, without
penalty; misspelling on teststhat are
not spelling tests can be excused.

Under Federal civil
rights Section 504, a
child with a disability
has aright to
accommodation to
compensate for the
disability.

Thereis no battleground here
between the school and the parents.
All are partnersin providing this child
with the education s/he deserves, and
thereislittleif any cost to the school
district, or to the state.

There are two reasons why
informal accommodations don’t
awayswork.

Thefirst isthat the school refuses
to believe that this child, who looks
healthy, or islaughing with his
friendsinthe hall, isin fact sick.
Parents should certainly be prepared
with documentation, to back their
assertion that their child hasan
illnessthat effects hislearning - clear
detailed letter from the treating
doctor, neuropsychological evalua-
tion, even brain SPECT scan, if there
isone. The child hasaright to an
education, but the school has aright
to the evidence that a medical
problem that affects |earning does
exist.

The second reason that informal
supports might not work isthat the

child needs more than can be pro-
vided without aformal plan. If thisis
the case, a 504 committee needs to be
convened, and a504 plan is put into
place.

Section 504 is Federal civil rights
legislation. Under it, achild witha
disability has aright to accommoda-
tion to compensate for the disability.
And, as| said earlier, itisan entitle-
ment.

By law, aletter from the treating
physician should be all that is needed
in order to convene a 504 meeting,
and develop a504 plan. Thisisthe
easier of the two types of accommo-
dationsto put into place, and usually
|eads to a quicker meeting, therefore
accommodations begin more quickly.

If the 504 does not seem to be
working, if it does not provide for
adequate accommodations, then a
parent can request the Committee on
Special Education to meet. A child
with ahealth problem qualifiesto be
classified Other Health Impaired, an
IEP (the plan for the child), is put into
place, and supports are written into
the plan. Supports available with an
IEP that are not usually available
under 504 include Resource Room,
regular counseling for the child with a
the school social worker, and school
psychological evaluation every three
years, aslong asthe child remains
classified.

Here are some of the accommoda-
tions that might be put into place and
how I’ ve seen children helped by
these accommodations. Some may
require that a neuropsychological
evaluation document the particular
|earning problem that leadsto the
need for the accommodation.

» Unlimited time for testing - a
child is afforded extended time to take
tests. Some children with Lyme have
problems with the speed of process-
ing information. These children get
exceedingly anxious, trying to take a
timed test. This accommodation
removes the anxiety, literally gives
them enough time to think.

* Separate testing location - thisis
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appropriate for children who have
problems with focusing and concen-
tration, and are easily distracted.
There are fewer children taking the
test, inaquiet location.

* Testsread to student - thisisfor
students who have particular verbal
learning problems, in which their
auditory learning islessimpaired than
their visual learning.

* Excused from a percentage of
their homework. Children with
profound fatigue, who have a difficult
time just getting through the school
day, benefit greatly from having less
work to do at home.

Keep in mind that more school
work is not necessarily better. If a
child isfatigued and has problems
with memory and organization, of
what useishours worth of home-
work, at the end of the school day or
on the weekend? Of what benefit is
increasing the child’ s anxiety by
requiring that s’/he perform equally to
the children who are well? Are they
really being treated equally, if the
child who iswell can do thework in 1/
410 1/2 thetime asthe childwhois
i11? Shouldn’t the sick child have at
least an equal right to down time, time
to relax, and recover, to face the next
learning challenge?

There are long lists of accommo-
dations, designed to fit the needs of
disabled children. Those with chronic
Lyme, where documentation supports
the problems and the need, are
entitled to these accommodations.
Those who say it gives these kids an
edge, rather than leveling the playing
field, have never known someone
with chronic Lyme. | suggest to those
peoplethat if these accommodations
provide an edge for these kids, then
so do hearing aids and eyeglasses.
Ask everyone with those disabilities
to do their work without those
particular accommodations, as well!

One more thing - you parents
have avery important job in this
process with the school - advocating
for your child.

Meetings with the school profes-
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sionals can be very intimidating.
They’ve got formatsto follow,
protocols, guidelines required by law
to follow, for the very design of the
meeting. They are used to these
meetings —you are NnoT. This often
leadsto avery uncomfortable
situation for parents.

Go into the meeting prepared.
Take your documentation, know what
your child’sneeds are, and DON'T
GIVE UP!! If you don't get support
from the school the first time around,
find a support group for parents of
classified kids, attend meetings,
network with parents who have been
dealing with their children’s schools
for years. They have an expertisein
education law, and they are very
willing to help you. Someone from the

group may even be willing to attend
the meeting with you. Y ou are entitled
to bring anyone you wish. Take
advantage of it.

It's not always an easy path, but
you aready know that about Lyme
disease. It’' s unfortunate that yet
another part of the environment can
be so difficult to negotiate for families
with Lyme, but for right now, until
there is a greater understanding of
Lyme in the education community,
that’ stheway itis. Sojust remainin
your child’s corner, and don't give
up!!

Ms. Berenbaumisfeatured in an
educational video, Timefor Lyme.
See order formon page 62.
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Tager et al. A Controlled Study of Cognitive Deficits in Children With
Chronic Lyme Disease. J Neuropsychiatry Clin Neurosci 13:500-507,
November 2001. Children with Lyme disease had significantly more
cognitive and psychiatric disturbances. Cognitive deficits were still found
after controlling for anxiety, depression, and fatigue. Lyme disease in
children may be accompanied by long-term neuropsychiatric distur-
bances, resulting in psychosocial and academic impairments.

Hajek et al. Higher Prevalence of Antibodies to Borrelia Burgdorferi in
Psychiatric Patients Than in Healthy Subjects. Am J Psychiatry 159:297-
301, February 2002. Among matched pairs, 166 (33%) of the psychiatric
patients and 94 (19%) of the healthy comparison subjects were seroposi-
tive in at least one of the four assays. These findings support the hypoth-
esis that there is an association between Borrelia burgdorferi infection
and psychiatric morbidity.

Newberg et al. Cerebral metabolic changes associated with Lyme
disease. Nucl Med Commun 2002 Aug;23(8):773-7. We used
[18F]fluorodeoxyglucose (FDG) PET to determine the metabolic land-
scape in 23 patients with Lyme disease. Images were evaluated for
cortical and subcortical abnormalities by two experienced reviewers
blinded to the clinical information. The most striking finding was hypome-
tabolism in the temporal lobes in 17/23 (74%) patients.

Wilke et al. Primarily chronic and cerebrovascular course of Lyme
neuroborreliosis: case reports and literature review. Arch Dis Child 2000
Jul;83(1):67-71. Two patients suffered from a primarily chronic form of
neuroborreliosis and displayed only nonspecific symptoms. An 11 year
old boy presented with long standing symptoms of severe weight loss
and chronic headache, while the other patient had preexisting mental
and motor retardation and developed seizures and failure to thrive. Two
further children who presented with acute hemiparesis as a result of
cerebral ischaemic infarction had a cerebrovascular course of neurobor-
reliosis.
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